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money into subsidized housing, to have
invited people to come in and live
there, and then to allow people’s eco-
nomics to drive them out of what have
become their homes is simply unac-
ceptable.

We need to have this ongoing com-
mitment to do this. This is part of that
ongoing commitment. It shows we can
make adjustments that will save gov-
ernment money as well as require in
other instances, not in this bill, in-
creases. So I am grateful for this. I do
note it, but I note that it does not do
away from what I believe and I know
what the gentlewoman from Indiana
(Ms. CARSON) believes, is the need to
put additional resources in this very
rich country into the area of housing.

Let me ask the indulgence to say be-
cause I know the other bill will be com-
ing up, the one on the Housing Com-
mission. I also want to express my
gratitude to the gentleman from New
York (Mr. WALSH), the chairman of the
Subcommittee on VA, HUD and Inde-
pendent Agencies of the Committee on
Appropriations because he was helpful
in working that out. I am glad we are
able to work out the extension and the
appropriate staffing.

With that, I will take my leave and
let us be guided by the gentlewoman
from Indiana; and I will go back to the
hearing of the Committee on the Judi-
ciary.

Mr. OXLEY. Mr. Speaker, I rise in support of
H.R. 2589—the Mark-to-Market Extension Act
of 2001.

The Committee on Financial Services ap-
proved unanimously this legislation on July 25,
2001 and reported [House Report 107–196] to
the House on September 5, 2001. The Senate
Committee on Banking, Housing and Urban
Affairs considered a similar bill on August 1,
2001.

H.R. 2589 will extend authorization of the
Office of Multifamily Housing Assistance Re-
structuring, also known as OMHAR, which is
currently a separate office within the Depart-
ment of Housing and Urban Development
(HUD). The authority would extend by three
years the office through FY 2004 and extend
the Secretary’s authority to provide mark-to-
market services through FY 2006. We believe
that HUD will be provided the special tools
necessary to restructure developments that re-
ceive both project-based rental section 8 pay-
ments and Federal Housing Administration
mortgage insurance.

As I understand, the original Act was en-
acted in 1997 and was designed to curtail ex-
ploding section 8 rental costs for units renting
at far above the prevailing market rates. With-
out this Act, section 8 contract renewals could
top $7 billion dollars and account for as much
as one-third of HUD’s future budgets. Because
the authorization for this office sunsets Sep-
tember 30th of this year, it is necessary that
this bill pass the House today.

The Committee majority and minority staff
worked with our Senate counterparts to agree
on a legislative solution. Moreover, this Com-
mittee worked with the Administration and the
Department of Housing and Urban Develop-
ment to accommodate their concerns. Accord-
ing to the Congressional Budget Office, this
compromise language will result in savings of
over $307 million dollars.

Mr. Speaker, this is a good bill and de-
serves favorable House consideration. Hous-
ing Subcommittee Chairwoman MARGE ROU-
KEMA and Ranking Member BARNEY FRANK are
to be commended for their leadership on this
issue.

Mr. GREEN of Wisconsin. Mr. Speak-
er, I yield back the balance of my time.

Ms. CARSON of Indiana. Mr. Speak-
er, I have no further requests for time,
and I yield back the balance of my
time.

The SPEAKER pro tempore (Mr. MIL-
LER of Florida). The question is on the
motion offered by the gentleman from
Wisconsin (Mr. GREEN) that the House
suspend the rules and pass the bill,
H.R. 2589, as amended.

The question was taken.
The SPEAKER pro tempore. In the

opinion of the Chair, two-thirds of
those present have voted in the affirm-
ative.

Mr. GREEN of Wisconsin. Mr. Speak-
er, on that I demand the yeas and nays.

The yeas and nays were ordered.
The SPEAKER pro tempore. Pursu-

ant to clause 8 of rule XX and the
Chair’s prior announcement, further
proceedings on this motion will be
postponed.

f

MUSCULAR DYSTROPHY COMMU-
NITY ASSISTANCE, RESEARCH
AND EDUCATION AMENDMENTS
OF 2001

Mr. BILIRAKIS. Mr. Speaker, I move
to suspend the rules and pass the bill
(H.R. 717) to amend the Public Health
Service Act to provide for research and
services with respect to Duchenne mus-
cular dystrophy, as amended.

The Clerk read as follows:
H.R. 717

Be it enacted by the Senate and House of Rep-
resentatives of the United States of America in
Congress assembled,
SECTION 1. SHORT TITLE.

This Act may be cited as the ‘‘Muscular Dys-
trophy Community Assistance, Research and
Education Amendments of 2001’’, or the ‘‘MD–
CARE Act’’.
SEC. 2. FINDINGS.

Congress makes the following findings:
(1) Of the childhood muscular dystrophies,

Duchenne Muscular Dystrophy (DMD) is the
world’s most common and catastrophic form of
genetic childhood disease, and is characterized
by a rapidly progressive muscle weakness that
almost always results in death, usually by 20
years of age.

(2) Duchenne muscular dystrophy is geneti-
cally inherited, and mothers are the carriers in
approximately 70 percent of all cases.

(3) If a female is a carrier of the dystrophin
gene, there is a 50 percent chance per birth that
her male offspring will have Duchenne muscular
dystrophy, and a 50 percent chance per birth
that her female offspring will be carriers.

(4) Duchenne is the most common lethal ge-
netic disorder of childhood worldwide, affecting
approximately 1 in every 3,500 boys worldwide.

(5) Children with muscular dystrophy exhibit
extreme symptoms of weakness, delay in walk-
ing, waddling gait, difficulty in climbing stairs,
and progressive mobility problems often in com-
bination with muscle hypertrophy.

(6) Other forms of muscular dystrophy affect-
ing children and adults include Becker, limb gir-
dle, congenital, facioscapulohumeral, myotonic,

oculopharyngeal, distal, and Emery-Dreifuss
muscular dystrophies.

(7) Myotonic muscular dystrophy (also known
as Steinert’s disease and dystrophia myotonica)
is the second most prominent form of muscular
dystrophy and the type most commonly found in
adults. Unlike any of the other muscular dys-
trophies, the muscle weakness is accompanied
by myotonia (delayed relaxation of muscles after
contraction) and by a variety of abnormalities
in addition to those of muscle.

(8) Facioscapulohumeral muscular dystrophy
(referred to in this section as ‘‘FSHD’’) is a neu-
romuscular disorder that is inherited genetically
and has an estimated frequency of 1 in 20,000.
FSHD, affecting between 15,000 to 40,000 per-
sons, causes a progressive and sever loss of skel-
etal muscle gradually bringing weakness and re-
duced mobility. Many persons with FSHD be-
come severely physically disabled and spend
many decades in a wheelchair.

(9) FSHD is regarded as a novel genetic phe-
nomenon resulting from a crossover of
subtelomeric DNA and may be the only human
disease caused by a deletion-mutation.

(10) Each of the muscular dystrophies, though
distinct in progressivity and severity of symp-
toms, have a devastating impact on tens of
thousands of children and adults throughout
the United States and worldwide and impose se-
vere physical and economic burdens on those af-
fected.

(11) Muscular dystrophies have a significant
impact on quality of life—not only for the indi-
vidual who experiences its painful symptoms
and resulting disability, but also for family
members and caregivers.

(12) Development of therapies for these dis-
orders, while realistic with recent advances in
research, is likely to require costly investments
and infrastructure to support gene and other
therapies.

(13) There is a shortage of qualified research-
ers in the field of neuromuscular research.

(14) Many family physicians and health care
professionals lack the knowledge and resources
to detect and properly diagnose the disease as
early as possible, thus exacerbating the progres-
siveness of symptoms in cases that go undetected
or misdiagnosed.

(15) There is a need for efficient mechanisms
to translate clinically relevant findings in mus-
cular dystrophy research from basic science to
applied work.

(16) Educating the public and health care
community throughout the country about this
devastating disease is of paramount importance
and is in every respect in the public interest and
to the benefit of all communities.
SEC. 3. EXPANSION, INTENSIFICATION, AND CO-

ORDINATION OF ACTIVITIES OF NA-
TIONAL INSTITUTES OF HEALTH
WITH RESPECT TO RESEARCH ON
MUSCULAR DYSTROPHY.

Part A of title IV of the Public Health Service
Act (42 U.S.C. 281 et seq.) is amended by adding
at the end the following:
‘‘SEC. 404E. MUSCULAR DYSTROPHY; INITIATIVE

THROUGH DIRECTOR OF NATIONAL
INSTITUTES OF HEALTH.

‘‘(a) EXPANSION, INTENSIFICATION, AND CO-
ORDINATION OF ACTIVITIES.—

‘‘(1) IN GENERAL.—The Director of NIH, in co-
ordination with the Directors of the National
Institute of Neurological Disorders and Stroke,
the National Institute of Arthritis and
Muscoskeletal and Skin Diseases, the National
Institute of Child Health and Human Develop-
ment, and the other national research institutes
as appropriate, shall expand and intensify pro-
grams of such Institutes with respect to research
and related activities concerning various forms
of muscular dystrophy, including Duchenne,
myotonic, facioscapulohumeral muscular dys-
trophy (referred to in this section as ‘FSHD’)
and other forms of muscular dystrophy.

‘‘(2) COORDINATION.—The Directors referred to
in paragraph (1) shall jointly coordinate the
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programs referred to in such paragraph and
consult with the Muscular Dystrophy Inter-
agency Coordinating Committee established
under section 6 of the MD–CARE Act.

‘‘(3) ALLOCATIONS BY DIRECTOR OF NIH.—The
Director of NIH shall allocate the amounts ap-
propriated to carry out this section for each fis-
cal year among the national research institutes
referred to in paragraph (1).

‘‘(b) CENTERS OF EXCELLENCE.—
‘‘(1) IN GENERAL.—The Director of NIH shall

award grants and contracts under subsection
(a)(1) to public or nonprofit private entities to
pay all or part of the cost of planning, estab-
lishing, improving, and providing basic oper-
ating support for centers of excellence regarding
research on various forms of muscular dys-
trophy.

‘‘(2) RESEARCH.—Each center under para-
graph (1) shall supplement but not replace the
establishment of a comprehensive research port-
folio in all the muscular dystrophies. As a
whole, the centers shall conduct basic and clin-
ical research in all forms of muscular dystrophy
including early detection, diagnosis, prevention,
and treatment, including the fields of muscle bi-
ology, genetics, noninvasive imaging, genetics,
pharmacological and other therapies.

‘‘(3) COORDINATION OF CENTERS; REPORTS.—
The Director of NIH—

‘‘(A) shall, as appropriate, provide for the co-
ordination of information among centers under
paragraph (1) and ensure regular communica-
tion between such centers; and

‘‘(B) shall require the periodic preparation of
reports on the activities of the centers and the
submission of the reports to the Director.

‘‘(4) ORGANIZATION OF CENTERS.—Each center
under paragraph (1) shall use the facilities of a
single institution, or be formed from a consor-
tium of cooperating institutions, meeting such
requirements as may be prescribed by the Direc-
tor of NIH.

‘‘(5) DURATION OF SUPPORT.—Support for a
center established under paragraph (1) may be
provided under this section for a period of not
to exceed 5 years. Such period may be extended
for 1 or more additional periods not exceeding 5
years if the operations of such center have been
reviewed by an appropriate technical and sci-
entific peer review group established by the Di-
rector of NIH and if such group has rec-
ommended to the Director that such period
should be extended.

‘‘(c) FACILITATION OF RESEARCH.—The Direc-
tor of NIH shall provide for a program under
subsection (a)(1) under which samples of tissues
and genetic materials that are of use in research
on muscular dystrophy are donated, collected,
preserved, and made available for such re-
search. The program shall be carried out in ac-
cordance with accepted scientific and medical
standards for the donation, collection, and pres-
ervation of such samples.

‘‘(d) COORDINATING COMMITTEE.—
‘‘(1) IN GENERAL.—The Secretary shall estab-

lish the Muscular Dystrophy Coordinating Com-
mittee (referred to in this section as the ‘Coordi-
nating Committee’) to coordinate activities
across the National Institutes and with other
Federal health programs and activities relating
to the various forms of muscular dystrophy.

‘‘(2) COMPOSITION.—The Coordinating Com-
mittee shall consist of not more than 15 members
to be appointed by the Secretary, of which—

‘‘(A) 2⁄3 of such members shall represent gov-
ernmental agencies, including the directors or
their designees of each of the national research
institutes involved in research with respect to
muscular dystrophy and representatives of all
other Federal departments and agencies whose
programs involve health functions or respon-
sibilities relevant to such diseases, including the
Centers for Disease Control and Prevention, the
Health Resources and Services Administration
and the Food and Drug Administration and rep-
resentatives of other governmental agencies that
serve children with muscular dystrophy, such as
the Department of Education; and

‘‘(B) 1⁄3 of such members shall be public mem-
bers, including a broad cross section of persons
affected with muscular dystrophies including
parents or legal guardians, affected individuals,
researchers, and clinicians.

Members appointed under subparagraph (B)
shall serve for a term of 3 years, and may serve
for an unlimited number of terms if reappointed.

‘‘(3) CHAIR.—
‘‘(A) IN GENERAL.—With respect to muscular

dystrophy, the Chair of the Coordinating Com-
mittee shall serve as the principal advisor to the
Secretary, the Assistant Secretary for Health,
and the Director of NIH, and shall provide ad-
vice to the Director of the Centers for Disease
Control and Prevention, the Commissioner of
Food and Drugs, and to the heads of other rel-
evant agencies. The Coordinating Committee
shall select the Chair for a term not to exceed 2
years.

‘‘(B) APPOINTMENT.—The Chair of the Com-
mittee shall be appointed by and be directly re-
sponsible to the Secretary.

‘‘(4) ADMINISTRATIVE SUPPORT; TERMS OF
SERVICE; OTHER PROVISIONS.—The following
shall apply with respect to the Coordinating
Committee:

‘‘(A) The Coordinating Committee shall re-
ceive necessary and appropriate administrative
support from the Department of Health and
Human Services.

‘‘(B) The Coordinating Committee shall meet
as appropriate as determined by the Secretary,
in consultation with the chair.

‘‘(e) PLAN FOR HHS ACTIVITIES.—
‘‘(1) IN GENERAL.—Not later than 1 year after

the date of enactment of this section, the Co-
ordinating Committee shall develop a plan for
conducting and supporting research and edu-
cation on muscular dystrophy through the na-
tional research institutes and shall periodically
review and revise the plan. The plan shall—

‘‘(A) provide for a broad range of research
and education activities relating to biomedical,
epidemiological, psychosocial, and rehabilitative
issues, including studies of the impact of such
diseases in rural and underserved communities;

‘‘(B) identify priorities among the programs
and activities of the National Institutes of
Health regarding such diseases; and

‘‘(C) reflect input from a broad range of sci-
entists, patients, and advocacy groups.

‘‘(2) CERTAIN ELEMENTS OF PLAN.—The plan
under paragraph (1) shall, with respect to each
form of muscular dystrophy, provide for the fol-
lowing as appropriate:

‘‘(A) Research to determine the reasons under-
lying the incidence and prevalence of various
forms of muscular dystrophy.

‘‘(B) Basic research concerning the etiology
and genetic links of the disease and potential
causes of mutations.

‘‘(C) The development of improved screening
techniques.

‘‘(D) Basic and clinical research for the devel-
opment and evaluation of new treatments, in-
cluding new biological agents.

‘‘(E) Information and education programs for
health care professionals and the public.

‘‘(f) REPORTS TO CONGRESS.—The Coordi-
nating Committee shall biennially submit to the
Committee on Energy and Commerce of the
House of Representatives, and the Committee on
Health, Education, Labor, and Pensions of the
Senate, a report that describes the research,
education, and other activities on muscular dys-
trophy being conducted or supported through
the Department of Health and Human Services.
Each such report shall include the following:

‘‘(1) The plan under subsection (e)(1) (or revi-
sions to the plan, as the case may be).

‘‘(2) Provisions specifying the amounts ex-
pended by the Department of Health and
Human Services with respect to various forms of
muscular dystrophy, including Duchenne,
myotonic, FSHD and other forms of muscular
dystrophy.

‘‘(3) Provisions identifying particular projects
or types of projects that should in the future be
considered by the national research institutes or
other entities in the field of research on all mus-
cular dystrophies.

‘‘(g) PUBLIC INPUT.—The Secretary shall,
under subsection (a)(1), provide for a means
through which the public can obtain informa-
tion on the existing and planned programs and
activities of the Department of Health and
Human Services with respect to various forms of
muscular dystrophy and through which the Sec-
retary can receive comments from the public re-
garding such programs and activities.

‘‘(h) AUTHORIZATION OF APPROPRIATIONS.—
For the purpose of carrying out this section,
there are authorized to be appropriated such
sums as may be necessary for each of fiscal
years 2002 through 2006. The authorization of
appropriations established in the preceding sen-
tence is in addition to any other authorization
of appropriations that is available for con-
ducting or supporting through the National In-
stitutes of Health research and other activities
with respect to muscular dystrophy.’’.
SEC. 4. DEVELOPMENT AND EXPANSION OF AC-

TIVITIES OF CENTERS FOR DISEASE
CONTROL AND PREVENTION WITH
RESPECT TO EPIDEMIOLOGICAL RE-
SEARCH ON MUSCULAR DYSTROPHY.

Part B of title III of the Public Health Service
Act (42 U.S.C. 243 et seq.) is amended by insert-
ing after section 317P the following:
‘‘SEC. 317Q. SURVEILLANCE AND RESEARCH RE-

GARDING MUSCULAR DYSTROPHY.
‘‘(a) IN GENERAL.—The Secretary, acting

through the Director of the Centers for Disease
Control and Prevention, may award grants and
cooperative agreements to public or nonprofit
private entities (including health departments of
States and political subdivisions of States, and
including universities and other educational en-
tities) for the collection, analysis, and reporting
of data on Duchenne and other forms of mus-
cular dystrophy. In making such awards, the
Secretary may provide direct technical assist-
ance in lieu of cash.

‘‘(b) NATIONAL MUSCULAR DYSTROPHY EPIDE-
MIOLOGY PROGRAM.—The Secretary, acting
through the Director of the Centers for Disease
Control and Prevention, may award grants to
public or nonprofit private entities (including
health departments of States and political sub-
divisions of States, and including universities
and other educational entities) for the purpose
of carrying out epidemiological activities regard-
ing Duchenne and other forms of muscular dys-
trophies, including collecting and analyzing in-
formation on the number, incidence, correlates,
and symptoms of cases. In carrying out the pre-
ceding sentence, the Secretary shall provide for
a national surveillance program. In making
awards under this subsection, the Secretary may
provide direct technical assistance in lieu of
cash.

‘‘(c) COORDINATION WITH CENTERS OF EXCEL-
LENCE.—The Secretary shall ensure that epide-
miological information under subsections (a)
and (b) is made available to centers of excellence
supported under section 404E(b) by the Director
of the National Institutes of Health.

‘‘(d) AUTHORIZATION OF APPROPRIATIONS.—
There are authorized to be appropriated such
sums as may be necessary to carry out this sec-
tion.’’.
SEC. 5. INFORMATION AND EDUCATION.

(a) IN GENERAL.—The Secretary of Health and
Human Services (referred to in this Act as the
‘‘Secretary’’) shall establish and implement a
program to provide information and education
on muscular dystrophy to health professionals
and the general public, including information
and education on advances in the diagnosis and
treatment of muscular dystrophy and training
and continuing education through programs for
scientists, physicians, medical students, and
other health professionals who provide care for
patients with muscular dystrophy.
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(b) STIPENDS.—The Secretary may use

amounts made available under this section pro-
vides stipends for health professionals who are
enrolled in training programs under this section.

(c) AUTHORIZATION OF APPROPRIATIONS.—
There are authorized to be appropriated such
sums as may be necessary to carry out this sec-
tion.
SEC. 6. REPORT TO CONGRESS.

Not later than January 1, 2003, and each Jan-
uary 1 thereafter, the Secretary shall prepare
and submit to the appropriate committees of
Congress, a report concerning the implementa-
tion of this Act and the amendments made by
this Act.

The SPEAKER pro tempore. Pursu-
ant to the rule, the gentleman from
Florida (Mr. BILIRAKIS) and the gen-
tleman from Ohio (Mr. STRICKLAND)
each will control 20 minutes.

The Chair recognizes the gentleman
from Florida (Mr. BILIRAKIS).

GENERAL LEAVE

Mr. BILIRAKIS. Mr. Speaker, I ask
unanimous consent that all Members
may have 5 legislative days within
which to revise and extend their re-
marks and insert extraneous material
on H.R. 717.

The SPEAKER pro tempore. Is there
objection to the request of the gen-
tleman from Florida?

There was no objection.
Mr. BILIRAKIS. Mr. Speaker, I yield

myself such time as I may consume.
Mr. Speaker, I rise today in support

of H.R. 717, the Duchenne Muscular
Dystrophy Childhood Assistance Re-
search and Education Amendments of
2001 which will help find cures for all
forms of muscular dystrophy; and I
commend at the outset the gentleman
from Mississippi (Mr. WICKER) for writ-
ing this bill and for continuing to push
for its movement through the process.

Mr. Speaker, the Subcommittee on
Health of the Committee on Energy
and Commerce held an important hear-
ing on this issue where Ed McMahon
spoke in favor of the legislation. I be-
lieve that every dollar invested in med-
ical research will yield untold benefits
for all Americans in years to come. In-
deed, our own lives might some day de-
pend on the efforts of scientists and
doctors currently at work in our Na-
tion’s laboratories. Medical research
represents the single most effective
weapon against diseases such as mus-
cular dystrophy.

While we live in a modern world,
children with DMD are powerless. Boys
die before reaching 20, before reaching
adulthood, before experiencing life.
Duchenne muscular dystrophy is the
most common lethal childhood genetic
disorder in the world, affecting 1 in
2,328 male newborns worldwide, accord-
ing to a 1997 German study.

The disease may be inherited within
families, or it may be caused by a spon-
taneous mutation in individuals. In
fact, one-third of Duchenne cases are
not inherited but are caused by gene
mutation.

Children who are born with DMD fol-
low a predictable clinical course.
Young children develop difficulties
walking and begin falling due to mus-

cle weakness, and by 8 to 10 years, the
muscle weakness has progressed to the
point where most children must rely on
wheelchairs. By late teens, most DMD
children have succumbed to their dis-
ease, usually as victims of respiratory
failure. The diagnosis is accompanied
by a lifetime of progressive loss of
function, loss of independence, depend-
ence on family caregivers, and extraor-
dinary physical, mental, psychological,
spiritual, and financial burdens for the
family and for society.

As you know, this bill takes signifi-
cant steps towards increasing Federal
research efforts to find a cure for
Duchenne and other forms of muscular
dystrophy. Specifically, H.R. 717 takes
four key steps toward improving the
Federal commitment to muscular dys-
trophy:

First, increased coordination. Build-
ing on title 23 of the Children’s Health
Act of 2000, H.R. 717 expands, intensi-
fies, and coordinates research activi-
ties related to muscular dystrophy by
establishing the Muscular Dystrophy
Interagency Coordinating Committee.

Secondly, it creates Centers of Excel-
lence at NIH in order to ensure a fo-
cused research effort of muscular dys-
trophy. H.R. 717 establishes Centers of
Excellence at NIH to support and ex-
pand clinical research on various forms
of muscular dystrophy, including in-
vestigations into the diagnosis, early
detection, prevention, control, and ade-
quate treatment of various forms of
DMD.

It also establishes a national mus-
cular dystrophy surveillance program
granting to public and nonprivate enti-
ties the implementation of the Na-
tional Muscular Dystrophy Surveil-
lance Program.

And fourth, it allows for dissemina-
tion of education to medical profes-
sionals and promotion of public aware-
ness.

Mr. Speaker, the advances made over
the course of the last century cannot
have been predicted by the most far-
sighted observers. It is equally difficult
to anticipate the significant gains from
further medical research, particularly
in the area of muscular dystrophy.

Mr. Speaker, I urge all of my col-
leagues to join the Parent Project on
Duchenne Muscular Dystrophy, the
Muscular Dystrophy Association, and
Mr. Ed McMahon who spoke so elo-
quently in our subcommittee hearing
in defense of all of the children suf-
fering from this disease in support of
H.R. 717.

Mr. Speaker, I reserve the balance of
my time.

Mr. STRICKLAND. Mr. Speaker, I
yield myself such time as I may con-
sume.

Mr. Speaker, I rise in support of this
bill. I am glad that the House is consid-
ering Muscular Dystrophy Community
Assistance, Research and Education
Amendments of 2001, and I would like
to thank the gentleman from Mis-
sissippi (Mr. WICKER) and my other col-
leagues on the Committee on Energy

and Commerce for their strong bipar-
tisan efforts to work in the passage of
this legislation. My understanding is
there are currently over 300 cosponsors
in the House.

Mr. Speaker, the muscular dys-
trophies are a group of genetic diseases
that cause the progressive weakness of
skeletal muscles. Duchenne muscular
dystrophy is the most common of the
childhood muscular dystrophies, and is
the world’s most lethal genetic child-
hood disease.

The disease is characterized by rap-
idly progressive and painful muscle
weakness that almost always results in
death, usually by 20 years of age.
Duchenne muscular dystrophy pri-
marily affects boys with one in every
3,500 boys worldwide affected.

A woman who is a genetic carrier of
the disease has a 50 percent chance of
passing it on to her son, and a 50 per-
cent chance that her daughter will also
be a carrier. Currently there are no
specific treatments, although therapies
to improve the quality of life of those
suffering from muscular dystrophy can
be used.

Scientists are working to seek ways
to increase understanding of muscular
dystrophy and its causes, develop bet-
ter therapies, and ultimately find ways
to prevent and cure the disorder. How-
ever, research into muscular dystrophy
is expensive, and requires an invest-
ment in gene therapies.

H.R. 717 will focus funding within the
National Institutes of Health on mus-
cular dystrophy, expanding research
programs, and creating Centers of Ex-
cellence that will conduct basic and
clinical research into Duchenne and
other muscular dystrophies. H.R. 717
also directs the Centers for Disease
Control and Prevention to collect, ana-
lyze, and to report data about
Duchenne and other types of muscular
dystrophy. This type of close surveil-
lance and research is critical if we are
to truly understand this terrible dis-
ease and how we can best treat it or
even cure it.

In addition, the funding for the CDC
will help to coordinate the Institutes of
Health and CDC’s research efforts.

b 1600
Finally, the bill will create an edu-

cational program for family physicians
who may fail to recognize the symp-
toms of muscular dystrophy. Identi-
fying the disease early will ensure that
treatment programs will be more effec-
tive. Hopefully, strides in gene re-
search will make early identification
easier and treatment more effective.

H.R. 717 takes important steps to-
ward a cure for muscular dystrophy.
Again, I commend my colleagues for
their efforts on this legislation. For all
of those families who have prematurely
lost a son or daughter because of mus-
cular dystrophy, this bill provides
some hope that science will find a cure
so that others do not suffer the same
loss.

Mr. Speaker, I reserve the balance of
my time.
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Mr. BILIRAKIS. Mr. Speaker, I yield

such time as he may consume to the
gentleman from Mississippi (Mr. WICK-
ER), the gentleman responsible for this
legislation, who did a fantastic job on
it and I commend him for it.

Mr. WICKER. Let me just say, Mr.
Speaker, that it is indeed encouraging
to see this House of Representatives
coming together in support of H.R. 717,
legislation which, as the gentleman
from Florida said, is designed to in-
crease the Federal research commit-
ment to combat muscular dystrophy. I
want to thank the leadership of the
Committee on Energy and Commerce,
the gentleman from Louisiana (Mr.
TAUZIN) and the gentleman from Flor-
ida (Mr. BILIRAKIS) and the gentleman
from Michigan (Mr. DINGELL) and the
gentleman from Ohio (Mr. BROWN), for
their efforts in moving this bill
through their committee and to the
floor. I also want to thank my friend
from Ohio for his kind comments about
this legislation. And I want to thank
the 310 cosponsors of this legislation
who have demonstrated the broad bi-
partisan support that this bill enjoys.

In addition, I want to thank the par-
ents of the young boys who suffer from
Duchenne muscular dystrophy. Make
no mistake about it, the parents and
families of Duchenne boys have been
the driving force in moving this bill
and calling attention to this dreadful
disease, people like Darlene Oliver of
Tupelo, Mississippi, who has been tire-
less in her efforts. These parents, who
are sitting around the country today
on pins and needles as we debate this
legislation, through their letters and
visits to Members of Congress, have
been instrumental in getting this bill
to the House floor today.

I have received a flood of letters, e-
mails, and calls from parents of DMD
children from all over the country,
often accompanied by pictures of their
little boys. Even those who have al-
ready experienced the sorrow of losing
a child have written to express their
gratitude for this bill. A few days ago,
I received a card from a woman in Ra-
leigh, North Carolina. In part she
writes, and I quote, ‘‘You can’t possibly
know how much your support means to
us, Andrew’s family. Our son will not
benefit from your largesse, but count-
less children will. You have given hope
to so many.’’

Mr. Speaker, through the work of
NIH and CDC, the Federal Government
has given hope to millions of Ameri-
cans who suffer from a wide variety of
diseases, such as cancer, cardiovascular
disease, diabetes and arthritis. The re-
search done at NIH and sponsored by
NIH at universities across America is
on the cutting edge of modern science.
This is an arena where the Government
must play an important role to ensure
that the cures of tomorrow are avail-
able to all. Along with many of my col-
leagues, I have been proud to support
the increases which are necessary to
double the funding of NIH over a period
of 5 years.

However, not all who suffer from dis-
ease have been able to realize the
promise of NIH research. Duchenne
muscular dystrophy, as the chairman
pointed out, is the most common and
most lethal childhood genetic disorder.
Yet less than one one-thousandth of
the NIH budget is focused on research
linked to muscular dystrophy. Al-
though the dystrophin gene which
causes DMD was successfully identified
and isolated by medical researchers in
1987, Federal research has been mini-
mal. Many family physicians and
health care professionals lack the
knowledge and resources to detect and
properly diagnose the disease as early
as possible, allowing the disease to
progress unchecked in cases that are
undetected or misdiagnosed.

Mr. Speaker, during the August re-
cess, while I was traveling across my
district like so many of my colleagues,
I met Walter and Inez Ewing of Prairie,
Mississippi, who have lost five of their
eight children to this disease. Each of
these boys died at a young age, dev-
astating the family and friends in Mon-
roe County, Mississippi. It is my hope
that through the enactment of this leg-
islation and with continued increased
appropriations for the NIH and CDC,
we can make great strides against this
killer of our children and we can give
more hope to the children and their
parents who suffer from its effects.

I urge my colleagues to support this
legislation.

Mrs. BIGGERT. Mr. Speaker, I rise today in
strong support of H.R. 717, the Duchenne
Muscular Dystrophy Childhood Assistance,
Research and Education Amendments Act.
This legislation will provide much needed re-
sources for research on this terrible disease.

Duchenne Muscular Dystrophy primarily, af-
fects boys, and is usually discovered during
their toddler or preschool years. Nearly all chil-
dren with DMD lose the ability to walk some-
time between the ages of 7 and 12.

DMD is a truly devastating disease for those
who have to live with it every day, like the
DeGrenier family in my District. Their son has
this horrible disease, and they have been tire-
less in their fight to gain exposure for this
issue.

The most tragic part of DMD is that there is
so little known about the disease and no
known treatment for it. Treatment has tradi-
tionally been aimed at managing the
sumptoms in an effort to optimize the quality
of life. The medication required just to treat
the sypmtoms is often too expensive for fami-
lies to handle.

Research is what is desperately needed to
fight this deadly disease. This bill will provide
a significant step in addressing the lack of
knowledge about DMD. By expanding the pro-
grams at the National Institute of Neurological
Disorders and Stroke, as well as establishing
research centers of excellence and authorizing
research grants, we can start to find out more
about DMD and give hope to families like the
DeGreniers.

I urge my Colleagues to support this
importannt legislation.

Mr. EHRLICH. Mr. Speaker, I rise today in
strong support of H.R. 717, the Duchenne
Muscular Dystrophy (DMD) Childhood Assist-

ance, Research, and Education (CARE) Act.
As a cosponsor of H.R. 717, I am extremely
pleased this bill, which focuses federal re-
sources on researching DMD, is being consid-
ered by the House of Representatives today.

DMD is the most common form of genetic
childhood disease, affecting approximately one
in every 3,500 boys worldwide. As the disease
progresses, muscle deterioration in the back
and chest exerts pressure against the lungs,
making it difficult to breathe. By age 10, chil-
dren born with DMD will lose the ability to
walk. The deterioration process continues until
it ultimately takes the boy’s life, typically by
the late teens or early twenties.

Although the gene that causes DMD was
successfully identified and isolated by medical
researchers in 1987, federal research devoted
to potential treatment options or a cure since
this initial discovery has been minimal. Of the
$20.3 billion allocated for the National Insti-
tutes of Health (NIH) during FY 2001, only a
few million dollars are invested in medical re-
search specific to DMD. This limited federal
support has resulted in minimal treatment op-
tions aimed at managing the symptoms, not
treating the disease.

I want to commend my colleagues, ROGER
WICKER and COLIN PETERSON, for introducing
H.R. 717, the CARE Act. This legislation will
increase the funding available for researching
DMD, direct NIH’s attention to solving this
problem, and better educate the public on this
tragic disease.

Further, I want to thank the leadership of
the Energy and Commerce Committee and its
Health Subcommittee for expediting this mat-
ter to ensure that the federal government acts
as quickly as possible to combat DMD. Finally,
I want to recognize Parent Project, an impor-
tant organization for families of sufferers of
DMD, and thank them for their continued ef-
forts to significantly increase research at the
federal level.

Mr. UPTON. Mr. Speaker, I am very
pleased that you have called up for our con-
sideration this evening H.R. 717, the Muscular
Dystrophy Community Assistance, Research,
and Education Amendments of 2001. I am an
original cosponsor of this legislation designed
to substantially strengthen support at the na-
tional Institutes of Health for research on
Duchenne and several other types of muscular
dystrophy, coordinate that research across
federal agencies, and translate discoveries in
the lab into improved patient care.

I have seen the human face of Duchenne
muscular dystrophy and the toll that it takes
on children and families. Some time ago, I had
the opportunity to visit with Don and Joyce
Carpenter of Kalamazoo, Michigan, and their
courageous son Ben, who suffers from
Duchenne muscular dystrophy. From them I
learned that Duchenne muscular dystrophy is
the most common and the most catastrophic
form of genetic childhood disease. Sadly, it
generally kills its victims in their late teens or
early 20s.

For decades, the only drug treatment known
to somewhat alter the course of the disease is
the use of steroids—whose serious side ef-
fects are well known. We’ve simply got to do
better. We have to find a way to prevent this
devastating disorder in the first place—per-
haps through the promise of gene therapy.
And until we learn how to prevent it, we’ve got
to learn how to treat it more effectively.
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This legislation has strong bipartisan sup-

port. It has 310 cosponsors and was unani-
mously approved by both by the Health Sub-
committee and the full Energy and Commerce
Committee.

I call on my colleagues to join me in sup-
porting this legislation. What we are doing
here this evening is giving hope to Don and
Joyce and Ben Carpenter and many others
who suffer from Duchenne and other dev-
astating forms of muscular dystrophy in this
nation and across the world. We can work mir-
acles when we really try.

Mr. PETERSON of Minnesota. Mr. Speaker,
I rise today in support of H.R. 717, the Mus-
cular Dystrophy Community Assistance, Re-
search and Education Act.

Representative WICKER and I introduced
H.R. 717, after being inspired by testimonies
from our constituents. I am inspired by an ex-
traordinary 9-year-old boy, Jacob, who has
Duchenne Muscular Dystrophy.

For those of you who don’t know about
Duchenne Muscular Dystrophy: Duchenne is
typically diagnosed in boys between the ages
of 3 and 5 years; the disease is characterized
by progressive weakness, with a gradual dete-
rioration of muscle capacity, first in the legs,
then in the arms, back, lungs, and heart; and
children affected by Duchenne typically do not
live to see their 20’s

Currently, Jacob uses a motorized scooter
to get around, but soon he will need a venti-
lator to breathe. There is no treatment for
Duchenne Muscular Dystrophy. The life ex-
pectancy of a child with Duchenne has not
changed since 1859 when it was first identi-
fied. It is time for us to focus our efforts and
target funds to Muscular Dystrophy research
at NIH and CDC.

H.R. 717, will fight childhood muscular dys-
trophy by boosting research funding and rais-
ing public awareness. Less than 1/2000 of the
NIH budget is focused on research linked to
Muscular Dystrophy. Time is running out.

I asked Jacob, if he could trade places with
anyone in the world who would he be; I ex-
pected him to say a famous athlete or movie
star, but he simply answered his older brother,
so he can play football with his friends. You
see his biggest wish is to be a regular boy.

Today, lets do what we can to help this little
boy grow up to play football with his friends.
I hope all of you are as inspired as I am by
the courage of Jacob and other children who
suffer from this, terrible disease.

I urge you to support H.R. 717.
Mr. STRICKLAND. Mr. Speaker, I

yield back the balance of my time.
Mr. BILIRAKIS. Mr. Speaker, I have

no further requests for time, and I
yield back the balance of my time.

The SPEAKER pro tempore (Mr. MIL-
LER of Florida). The question is on the
motion offered by the gentleman from
Florida (Mr. BILIRAKIS) that the House
suspend the rules and pass the bill,
H.R. 717, as amended.

The question was taken.
The SPEAKER pro tempore. In the

opinion of the Chair, two-thirds of
those present have voted in the affirm-
ative.

Mr. BILIRAKIS. Mr. Speaker, on
that I demand the yeas and nays.

The yeas and nays were ordered.
The SPEAKER pro tempore. Pursu-

ant to clause 8 of rule XX and the

Chair’s prior announcement, further
proceedings on this motion will be
postponed.

f

MESSAGE FROM THE SENATE

A message from the Senate by Mr.
Lundregan, one of its clerks, an-
nounced that the Senate has passed
without amendment a bill of the House
of the following title:

H.R. 2603. An act to implement the agree-
ment establishing a United States-Jordan
free trade area.

f

REPORT ON H.R. 2944, DISTRICT OF
COLUMBIA APPROPRIATIONS
ACT, 2002

Mr. KNOLLENBERG, from the Com-
mittee on Appropriations, submitted a
privileged report (Rept. No. 107–216) on
the bill (H.R. 2944) making appropria-
tions for the government of the Dis-
trict of Columbia and other activities
chargeable in whole or in part against
the revenues of said District for the fis-
cal year ending September 30, 2002, and
for other purposes, which was referred
to the Union Calendar and ordered to
be printed.

The SPEAKER pro tempore. Pursu-
ant to clause 1, rule XXI, all points of
order are reserved on the bill.

f

RECESS

The SPEAKER pro tempore. Pursu-
ant to clause 12 of rule I, the Chair de-
clares the House in recess until 5:30
p.m.

Accordingly (at 4 o’clock and 6 min-
utes p.m.), the House stood in recess
until 5:30 p.m.

f

b 1730

AFTER RECESS

The recess having expired, the House
was called to order by the Speaker pro
tempore (Mr. FOLEY) at 5 o’clock and 30
minutes p.m.

f

APPOINTMENT OF CONFEREES ON
H.R. 2500, DEPARTMENTS OF
COMMERCE, JUSTICE, AND
STATE, THE JUDICIARY, AND RE-
LATED AGENCIES APPROPRIA-
TIONS ACT, 2002

Mr. WOLF. Mr. Speaker, I ask unani-
mous consent to take from the Speak-
er’s table the bill (H.R. 2500) making
appropriations for the Departments of
Commerce, Justice, and State, the Ju-
diciary, and related agencies for the
fiscal year ending September 30, 2002,
and for other purposes, with a Senate
amendment thereto, disagree to the
Senate amendment, and agree to the
conference asked by the Senate.

The SPEAKER pro tempore. Is there
objection to the request of the gen-
tleman from Virginia? The Chair hears
none and, without objection, appoints
the following conferees: Messrs. WOLF,

ROGERS of Kentucky, KOLBE, TAYLOR of
North Carolina, REGULA, LATHAM, MIL-
LER of Florida, VITTER, YOUNG of Flor-
ida, SERRANO, MOLLOHAN, Ms. ROYBAL-
ALLARD, and Messrs. CRAMER, KENNEDY
of Rhode Island, and OBEY.

There was no objection.
f

MAKING IN ORDER AT ANY TIME
CONSIDERATION OF H.J. RES. 65,
CONTINUING APPROPRIATIONS,
FISCAL YEAR 2002

Mr. YOUNG of Florida. Mr. Speaker,
I ask unanimous consent that it be in
order at any time without intervention
of any point of order to consider in the
House the joint resolution (H.J. Res.
65) making continuing appropriations
for the fiscal year 2002, and for other
purposes; that the joint resolution be
considered as read for amendment; the
joint resolution shall be debatable for 1
hour equally divided and controlled by
the chairman and ranking member of
the Committee on Appropriations; and
the previous question shall be consid-
ered as ordered on the joint resolution
to final passage without intervening
motion except one motion to recom-
mit.

The SPEAKER pro tempore. Is there
objection to the request of the gen-
tleman from Florida?

There was no objection.
f

GENERAL LEAVE

Mr. YOUNG of Florida. Mr. Speaker,
I ask unanimous consent that all Mem-
bers may have 5 legislative days in
which to revise and extend their re-
marks on H.J. Res. 65, and that I may
include tabular and extraneous mate-
rial.

The SPEAKER pro tempore. Is there
objection to the request of the gen-
tleman from Florida?

There was no objection.
f

CONTINUING APPROPRIATIONS,
FISCAL YEAR 2002

Mr. YOUNG of Florida. Mr. Speaker,
pursuant to the order of the House of
today, I call up the joint resolution
(H.J. Res. 65) making continuing appro-
priations for the fiscal year 2002, and
for other purposes, and ask for its im-
mediate consideration.

The Clerk read the title of the joint
resolution.

The text of House Joint Resolution 65
is as follows:

H.J. RES. 65

Resolved by the Senate and House of Rep-
resentatives of the United States of America in
congress assembled, That the following sums
are hereby appropriated, out of any money in
the Treasury not otherwise appropriated,
and out of applicable corporate or other rev-
enues, receipts, and funds, for the several de-
partments, agencies, corporations, and other
organizational units of Government for fiscal
year 2002, and for other purposes, namely:

SEC. 101. (a)(1) Such amounts as may be
necessary under the authority and condi-
tions provided in the applicable appropria-
tions Act for fiscal year 2001 for continuing
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